HISTORICAL BACKGROUND
The Swiss Epilepsy Centre was founded in 1886 by a private association. This association consisted of a group of individuals who committed themselves, out of Christian motives, to people with epilepsy. They founded the "Swiss Institution for Epileptics", in order to be able to offer the "poorest of the poor" a home, a place of refuge and healing. The most important tasks of the "Institution" were the spiritual welfare, education and treatment of the "epileptics".
Until the nineteen-fifties the "Institution for Epileptics" tried, in many respects, to disassociate itself from the State institutions of the public health and social services sectors. The staff, together with residents and the patients, formed a large community. The asylum functioned as a private, largely independent community run according to explicit Christian principles.
In the sixties the "Institution for Epileptics" did undergo a phase of real modernisation. The development of the social insurances for the sick and disabled led to a considerable increase in its income and greatly improved its financial possibilities. The staff received higher salaries and were able to work shorter hours. Then new specialist disciplines and fields were also introduced, such as clinical psychology, educational and early counselling, physiotherapy, ergotherapy, activation therapy, sheltered workshops, social counselling and therapeutic horse-riding, for example. The phase of professional specialisation had begun. Within 10 years the total staff doubled, from 200 to 400 employees.
Over the last 30 years the EPI, as it is known, has undergone a general opening up and professionalisation of its activities. This change is also expressed symbolically in the change of name. In 1979, the "Swiss Institution for Epileptics" was given the more modern name, "Swiss Epilepsy Clinic". Since the seventies, an important improvement in the diagnosis of people having seizures was made possible by the introduction of the "Long term-monitoring" which allows to correlate the Video-and EEG-recordings.
By the beginning of the twentieth century epilepsy was still considered to be a psychiatric condition, but in later years the various forms of epilepsy have been looked upon as neurological diseases. Over the subsequent decades it has become established that the treatment, counselling and care of people with epilepsy cannot be assigned to a single medical discipline, but call much more for an interdisciplinary collaboration between different specialist areas. Today the successful running of an epilepsy centre requires broad specialist knowledge and ability from the fields of neurology, neuro-paediatrics, neurophysiology, neuro-psychology, neurosurgery and psychiatry. Therefore, over the past few years the EPI has expanded and developed its psychosocial, psychiatric and psychotherapeutic facilities and services for people with epilepsy.
Also in the fields of nursing, pedagogics and care a considerable degree of professionalisation is evident. This increased specialisation has been, not least, a response to the desire to be able to care for and help each patient as individually as possible. This development helped to provide the patients and the residents with various possibilities for the structuring of their daily life. At the same time this development also responded to the wish to be able to offer the patients and the residents truly comprehensive care. In this connection one should also mention the new name, "Swiss Epilepsy Centre", which was introduced in May 2001. This new name emphasises that the EPI not only has a clinic, but that it is also a centre of competence in all aspects of epilepsy.
In 2001, the Centre also changed its legal status and the private association converted into a foundation. Today, the "Swiss Epilepsy Foundation" is the private bearer of the Swiss Epilepsy Centre. Besides the Epilepsy Centre, the Swiss Epilepsy Foundation also runs other establishments such as two special schools and the Youth Centre of the Schenkung Dapples (see organisation chart).
Swiss Epilepsy Centre in Zurich
The Swiss Epilepsy Centre is officially recognised and receives financial support from the Cantons and from the Federal Government. The hospital sector (with 44 beds) fulfils a mandate of performance of the Canton of Zurich, while the residential home sector (177 beds) is run on behalf of the disability insurance. The private foundation participates, with substantial contributions, in the investments for the buildings and in the covering of the annual operating deficit.
POPULATION SERVED
The Swiss Epilepsy Centre fulfils a supraregional function. People from all parts of Switzerland, with difficult seizures or with problems regarding their care, are referred to the hospital section or to the residential home. A considerable proportion, about 45%, of these patients come from the Canton of Zurich (with a population of about 1 million). The greater part of the patients (about 50%) come from the rest of Switzerland (total population of Switzerland: about 7 million). Fewer than 5% of the admissions are referrals from abroad.
About 500 patients per year are admitted to the hospital. A significant share of the patients is referred by the Centre's own Outpatient Department or the patients come on their own initiative. Other patients are referred by general practitioners, neurologists and paediatric neurologists. In contrast to other countries patients in Switzerland are allowed to use hospital services without being referred by a specialist doctor.
The reason for a referral is in principle a medical indication. The patients are referred to the Swiss Epilepsy Centre because of unexplained seizures, resistance to therapy, accompanying psychological or psychiatric problems and frequently also with problems of a social nature. In most cases the patients have already been under treatment for several years before their admission. Referrals following a first epileptic seizure or soon after the onset of the epilepsy are relatively rare.
THE MAIN SECTORS OF THE CENTRE
The Swiss Epilepsy Centre encompasses three main sectors: an Outpatient Department (ambulant care), a Short-stay Department (hospital for adults and children), and a Long-stay Department (residential care for adults). The Centre does not have a separate unit for (invasive) pre-surgical evaluation or a separate department for rehabilitation.
Outpatients Department
The Outpatients Department records more than 4000 visits annually by about 2000 patients needing outpatient treatment and advice. Most of the patients coming for a consultation are from the surrounding region. According to their needs, they are given a precise diagnosis and receive medical treatment and psychological and social counselling.
The Outpatients Department fulfils an important function for the Epilepsy Centre, as many patients who are later admitted to the hospital sector are first treated on an ambulant basis. In addition, as generally in the health sector, also in the field of epilepsy, treatment is today shifting more and more from the hospital sector to the ambulant sector.
Hospital for adults and assessment unit.
Hospital (Short-stay Department)
Twenty-nine beds for adults are available for examinations and treatment. The hospitalisation usually lasts from 2 or 3 days up to a few weeks. Apart from the medical diagnosis and treatment, the clinic also offers consultation in the psychosocial field and advice on measures to be taken with problems in family, education, and employment.
Children from the age of 6 months can be examined and treated at the new clinic for children and adolescents. Children and adolescents with epilepsy usually stay for about 2 weeks up to a few months. The newly reopened clinic for children and adolescents provides 15 beds for examinations and treatment. The interdisciplinary teams are from the fields of medicine, nursing, psychology, education and training, special education, physiotherapy and therapeutic horse riding.
The Epilepsy Centre offers a great variety of services and facilities, such as
• medical examination and therapy
• neuro-physiological investigations (both standard and specialised EEG examinations)
• medical-chemical laboratory
• neuropsychological examinations, advice and psychotherapy
• psychological consultation and therapy
• early education, family counselling and child psychotherapy
• educational counselling and teaching for children with special needs
• physiotherapy
• rehabilitation
• social and vocational counselling
• care, support and occupational therapy in the long-term sector and in the sheltered workshops, as well as in ergotherapy and activation therapy
• parish services
Residential care (Long-stay Department)
The Epilepsy Centre provides 177 beds for long-term residential care. One hundred and forty-six beds are located on the main site, in four buildings, while 31 beds are available in a separate home in the neighbourhood. This home is for people with epilepsy who are able to live largely independently, but who because of their epilepsy depend on medical care and psychosocial support. In contrast to earlier times, today only residents with epileptological problems are admitted. As a rule they stay in the home for several years, but shorter stays are also possible.
In recent years the needs and demands of the residents and their relatives regarding a stay in such a home have increased considerably. According to the "principle of normalisation" the task of the home is to offer each resident as normal an everyday life as possible and an individually structured daily routine. The autonomy of the residents in regard to their way of life, their work and their leisure time plays a much more important role than in earlier times.
PERSONNEL AND ORGANISATION
In 2001 there were 430 persons working in the Swiss Epilepsy Centre, occupying 360 positions. Over the past 10 years the number of positions for doctors and in the specialist medical areas has increased slightly, while over the same period, due to the decreased demand for beds, the total number of personnel has shown an overall reduction.
The Epilepsy Centre today employs 24 doctors, 79 persons in the medical and other specialist fields, 159 trained and 25 untrained personnel in the nursing sector, 35 employees in the occupational and activation sector, 24 in administration (including IT Department), 68 in catering/housekeeping and 16 who are employed in the technical services and gardening sectors.
For many years it has been almost impossible to recruit specialist physicians in Switzerland. Consequently, the Epilepsy Centre has engaged many specialist personnel from abroad. It is even more difficult to fill the nursing positions, where there is a general shortage of qualified personnel throughout the public-health sector.
For several decades the Epilepsy Centre has been run on a dual management basis while the Managing Director is responsible for the business administration of the Centre and the basic care of the patients and the residents, the Medical Director is responsible for the medical staff and the treatment of the patients and the residents. Since January 2002, also the Head pedagogics and nursing belongs to the Management of the Centre ("Betriebsleitung"). The Management reports to the EPI Committee, which is made up of ten persons. The EPI Committee is directly answerable to the Board of the Foundation and is responsible for the strategy of the Epilepsy Centre.
COOPERATION AND NETWORKING
In the past the former "Institution for Epileptics" was a largely independent institution. As is mentioned in the section on the history of the Centre, over the last 30 years its external relations have gained in importance. Today there is a keen exchange of views with external specialists in all sectors of the Centre. Contact with organisations in Switzerland and abroad has become more important. The general opening up of the Epilepsy Centre has meant that the EPI now fulfils an essential function in the network of the public health and social services sectors.
The collaboration with the University Hospital in Zurich has up till now been based mainly on the training of doctors and on the pre-surgical evaluation of patients who are candidates for epilepsy surgery. The intention is now to discuss the cases of candidates for epilepsy surgery at regular meetings with the University Hospital. This is a recent innovation. Discussions on more extensive cooperation between the University Hospital and the Swiss Epilepsy Centre are at present in progress.
The imaging diagnostics (magnetic resonance imaging, MRI) are not carried out in the Epilepsy Centre. For diagnosis by means of MRI the Centre collaborates with a neighbouring private clinic.
EDUCATION, INFORMATION AND PUBLIC RELATIONS
Since the mid-nineties greatly increased efforts have been made to extend training and Public Relations work. Medical symposia are held regularly for neurologists and other specialists interested in epileptology. The Epilepsy Centre is also actively involved in the training of epileptologists at the European level, within the framework of EUREPA.
Regular courses in the diagnosis and treatment of epilepsy are held in the Epilepsy Centre for its own personnel. Specialist meetings on different aspects of epilepsy that the Centre offers for external personnel from other homes and from the social services also meet with a very enthusiastic response. On the other hand, there is no special training for a Specialist Epilepsy Nurse. Those who are interested in this additional training attend the appropriate course which is held in Bethel/Bielefeld.
In recent years more importance has been attached to providing information for the patients, who are informed about important aspects of their epilepsy and are taught how to cope with and handle the disease. As the success of the treatment of epilepsy depends to a very large extent on the patients' compliance, it is important for them to be able to talk about their situation and the consequences of the seizures for their private life and for their work. The Epilepsy Centre has gained concrete experience with the MOSES (Modulares Schulungsprogramm Epilepsie) patient training programme in epilepsy.
The Public Relations work has also been intensified over the past few years. The Medical Management has published a series of books on epilepsy, written in a generally understandable form. In addition, about 50 leaflets have appeared on individual aspects of epilepsy (frequently asked questions, such as what is epilepsy? First aid in the case of a seizure, etc.). The Epilepsy Centre also has available brochures that provide information on the whole institution itself and on its important individual sectors. In 2001, the Centre has also completely restructured the homepage on its website, which is regularly updated every 3 months.
FINANCIAL PERSPECTIVES AND STRATEGIC DELIBERATIONS
The financial situation has remained quite stable over the past ten years. The earnings and outgoings have remained largely in balance. On the other hand, the problem that the earnings stagnate while the outgoings continue to increase has become more acute in the past couple of years. The fact that the amount of the services that the Centre provides is no longer increasing while the tariffs are frozen for political reasons leads to stagnation of the Centre's earnings. At the same time, however, the general aim is to make qualitative improvements for the benefit of the patients, the residents and the personnel, which means increasing the outgoings in certain sectors. The overall consequence of these developments is that the Swiss Epilepsy Foundation (as bearer of the Swiss Epilepsy Centre) has had to provide more financing to cover a greater portion of the deficit of the operation.
Especially in the hospital sector, the problem has emerged that our capacity of 29 beds for adults and 15 beds for children has become relatively small. The high fixed costs for the personnel and the costs of the recent renovation of the buildings have had to be spread over a relatively small number of patient-care days. In contrast to the hospital sector, the financing of the residential home sector through the State Disability Insurance is less problematic. Provided the general conditions are adhered to, the Disability Insurance covers the majority of the deficit.
Since it was founded, the Swiss Epilepsy Centre has been dependent on private funding by the bearer foundation. The private funds of the present Epilepsy Foundation come from its own capital (income from financial capital and real estate) and from donations and legacies. The private funds are used mainly for investments in buildings and for covering the uncovered part of the deficit.
An example of the investment in buildings is the recent renovation of the children's building. Over the past few years the Centre has reorganised the children's and adolescents' sector. After a period of renovation the clinic for children and adolescents was reopened in September 2001. Half of the building costs, totalling around 3 millions Euros, was met from the private funds.
The Centre's total concentration on epilepsy, which has been implemented over the last few years, has on the whole proved worthwhile. However, this development must not mean that the capacity of the Epilepsy Centre becomes too small. It is well known that, in general, excess capacities exist in the public-health sector. Also in the environment of the Epilepsy Centre the services provided for people with epilepsy have shown a marked increase. As the demand for hospitalisations and the average length of stay in hospitals will tend to decrease, both the political and the commercial considerations point to the fact that in selected, related sectors the Epilepsy Centre should take on even more functions, such as setting up a sleep laboratory, providing diagnostic facilities for non-epileptic children and adolescents, etc.
